With increasing survival rates in pediatric oncology, the mediwith the disease and how parents can help the patient and cal and psychosocial costs of cure are becoming apparent for sibling coming to terms with it. The third section provides the child and his family. The focus of our concern is now how insight into the coping process of the individual parent and to prevent and to reduce these adverse late effects of cancer discusses differences in coping styles between partners. and its treatment. To reduce the late psychosocial conseFinally, a section on aftercare and a summary of essential quences for the child and its family a booklet was written for parents. We decided to address parents because of the young issues are included.
friends, school, work, and the health care system. This result is especially important because the vast majority of parents feel left on their own because of their child's illness. 8 The Rationale for writing the information booklet findings of the pilot study have been used to further improve the booklet. The complete text of the English version is More children than ever are surviving childhood cancer, but given below. does survival mean that all is well that ends well? Many studies have reported adverse late medical and psychosocial sideeffects of childhood cancer and its treatment. [1] [2] [3] [4] There is growing concern about the impact of these effects on the quality of survival. 5, 6 It has been shown that childhood cancer has not only late psychosocial consequences for the patient but also for the whole family: former patients, parents, and siblings. 3, [7] [8] [9] [10] The complexity, seriousness, and duration of these psychosocial consequences underline the need to address them. Most children are of young age when their treatment is ended. Parents are the primary care takers and have a central position within the family. Therefore their role in preventing or alleviating late psychosocial consequences for former patients and their siblings is essential. 3, 11 Strengthening their capabilities can enhance the quality for life of all family members.
Parents have a great need to know more about the late consequences of childhood cancer. 3, 12 Ninety percent of parents of children who survived cancer indicated the need for such information, in particular on the emotional consequences. 8 In close collaboration with the Dutch parents association 'Vereniging Ouders, Kinderen en Kanker', a booklet for parents was written on the psychosocial consequences after completion of treatment. The aim of the booklet was to inform parents about the late psychosocial consequences and to support them in helping the family coming to terms with the disease. The contents are in four sections. The first two sections address the former patient's and sibling's experiences Introduction being treated.
Childhood cancer is becoming easier to cure. Of course it is good news that your child's treatment has ended or that he (for the sake of simplicity the child is referred to as he) has
Is my child still mulling over his illness?
been declared cured, yet, often enough, that does not mean that all cares and worries are over. As the chances of successCancer has a drastic effect on your child's life. When the treatful treatment are increasing, the consequences of the illness ment has ended, your child must not only come to terms with are slowly becoming apparent.
the treatment but will also encounter new problems which he Firstly, there is always a chance that the illness will reappear must cope with. and although that chance becomes smaller as time goes on, It may well be that your child is worried whether the illness the fear of a relapse remains in the back of your mind. Every will return. Even when he has been declared cured, he may change in your child's health or behavior can bring that fear doubt whether that is really true. Moreover, your child may back, in all its intensity. After all, having been cured of cancer notice that he has suffered physical damage as a result of the gives no guarantee that your child will never have cancer illness. Hence, he may well be thinking about his illness. Also again.
when treatment has ended and even after having been cured, Secondly, your child may experience permanent physical the child may notice that the disease has, and maybe still is, consequences. These may be difficult to accept. Whether your shaking the family up. In addition, he has to cope with comchild suffers consequences or not depends on the type of canments on his illness from outsiders. With all his experiences, cer and the kind of treatment. Hence, for every child, the he must try to mix with his peers again. All this influences physical consequences may differ. Sometimes these may your child's feelings and may bother him. appear only after a long time so that the question whether your child will have to face them will add to your uncertainty.
Finally, your child's illness will have had a severe impact on the life of your family as a whole. The treatment of cancer is very demanding on your child, on his brothers and sisters, if any, and on yourself. Such an intensive and lengthy treatment cannot fail to affect the whole family even after the child has been cured.
The purpose of this booklet is to provide you with information which may help you and your family deal with the late and long-term consequences of surviving childhood cancer.
Step by step, we discuss the psychosocial consequences for the child himself, for his brothers and sisters, and for you as a parent.
This booklet is not intended only for parents whose child had been declared cured but also for those parents whose child has ended treatment and are waiting to hear from their doctor that their child has been cured.
Consequences for the child who has had cancer
What is going on in my child's mind? you sad or seeing you depressed is the very last thing your Children like to know that they are not the only ones who child wants. Moreover, his own fears will increase when he are worried or afraid. Explain to him that many children who sees you are upset. have been ill have anxieties, that this is normal and that he need not be ashamed.
Try to recognize your child's feelings and try at the same time to give him a hold on life. Show him that despite his worries there are still things he can hang on to, eg, the fact that he is in good health at the moment. This may put things into perspective for him.
Since children may not easily start talking of their own accord, you will have to take the initiative. Make your child feel that you are open to questions. But only start such a conQuestions behind the question versation when you feel up to it. If your child opens up do not feel sad with your child but for your child. Instead of saying 'it Try to answer your child's questions honestly, even though makes me feel sad as well' you could say 'I'm sorry that you children can sometimes ask questions which cannot be are sad'. Your child will then see that you are sympathetic answered. Usually there is a question hidden behind the one and that he can think about his own problems without worrywhich has been asked. These questions can often be prompted ing about yours. by feelings of uncertainty, fear of being left alone, loneliness and sadness. Your child needs to be reassured, without his anxieties and insecurities being brushed aside. He needs to feel that he is not just left to sort out his own problems.
Your child wants to be an ordinary child
Another way in which a child can cope is by actively picking Stimulate your child to express what is going on in up the threads of every day life. He emphasizes all those his mind things in his life which have nothing to do with the illness. By doing so he indicates that he wants to be 'normal' and Your child may also keep his feelings to himself and may behave as other children do. become withdrawn. Because he is cured, he may convince For your child, it is important to realize that he is being himself that it is no longer necessary to express what preoccutreated just as a 'normal' child. Try to encourage him to pies him. Boys in particular put on a brave face and say 'it's behave in a way which corresponds to his age and developall over' or 'it doesn't bother me anymore'. Often such an ment. From time to time you may find it difficult not to be too attitude hides loneliness.
lenient, to let your child go his own way, or leave him to sort out his own problems. Naturally, you want to prevent your child from experiencing yet more disappointment after all the setbacks he has had. On the other hand, your child needs to learn to live his own life, with all its normal disappointments. This can be an important experience for your child. With your support he can cope better with frustrations and build for the future.
There can be two important reasons why your child does not want to show his feelings:
The first is that your child does not want to face his experiences again. Many children would prefer to forget everything You can stimulate your child's independence by talking
While it may be difficult to tell your child about the consequences the illness may have on his health, it must be done. over what may be expected in certain situations. Together, try and find out how every day problems and/or unexpected If your child knows what he is up against, he need not cling to false hopes but will, in the course of his development, be situations can be handled, and let your child come up with solutions. As your child discovers that you are taking him seriable to be realistic about his future and unwelcome surprises will be avoided. You may also explain to your child that ously, he will gain self-confidence. As a result he will be better able to look after himself in other situations.
neither he nor anybody else could help the harm he has suffered; hence, he need not blame himself. This is especially important for making and maintaining contacts with peers. Because of his illness, your child may At the same time it is vital to stress the potential your child does have. That will allow him to grow up in harmony with experience extra difficulty in doing so and feel shut out. Stimulate your child to get in touch with other children and both his limitations and his capabilities. This will prepare him for the future by making the best of his capabilities. see whether he can participate in group activities like scouting and team sports. Your support in all this is vital because it can Discussing the physical consequences of the illness with your child will make him realize that he can come to you lessen the uncertainty your child may experience in getting on with other children.
with all his cares and questions. Your child may be very angry and sorry for himself, and may ask himself why it had to happen to him. Give him the chance to express his feelings about the loss of his capabilities in life.
Talking about illness and treatment should continue with his development, you should gradually give him more information as he grows older. Thus his understanding of the illness will be continually adjusted, so that any wrong ideas Some forms of cancer and treatment can cause brain damage. your child may have can be cleared up.
For instance, children with a brain tumor or children who Some children went through difficult moments when they underwent radiotherapy on their head could be hampered in were too young to formulate them. Now your child may be their mental development. The nature and seriousness of these able to do so and explain how he felt at that time. By talking, problems differ from child to child. Learning, concentration your child can express his feelings so that he can more readily and memory problems as well as the deterioration of intellifind a place for them among all his other experiences.
gence are the most common.
Your child's behavior and mental capabilities could be that of a younger child and this could not only cause distress but also raise questions on how to help him. Your child is helped by your adapting to his development and capabilities; the Telling your child about his illness does not stop when the child's age is of less importance. For instance, whereas the treatment has ended or he has been cured. Your child needs child without a mental handicap can be helped by mixing to know what illness he has suffered from and what has hapwith other children of his own age, it is not necessarily so pened to him. with the mentally handicapped child. In many cases it is not possible to restore the brain damage by training, but this does not mean that you cannot stimulate When your child has to face physical consequences him. Try to stimulate him to do things he is capable of rather of the illness and treatment than trying to teach him things which are difficult for him. It is better to emphasize what is within his reach.
If a child is faced with challenges he cannot cope with, he It may well be that illness and treatment have caused your child permanent physical damage such as growth impediwill, once more, be confronted by what he cannot manage. Beside the disappointment which could affect his self-confiments, fertility problems, and overweight. Blindness, hearing problems, bad teeth, thin hair, facial abnormalities or scars dence, it is hard for a child to realize that he cannot come up to expectations, especially his parent's. He does not want to and the lack of a limb could also be the consequence of the illness and treatment. Especially when the consequences are burden or disappoint you since his illness has caused so much worry and sorrow. not noticeable, you may wonder whether you should tell your child about them. In the past parents had similar questions It is hard to accept that your child can do less than in the past. Subconsciously this can play a part in your expectations when deciding whether it was wise to tell the child that he had cancer. Experience has shown that it is better to give the and wishes for your child. If you can accept your child's limitations, he will find it easier to accept them. child honest information.
Many children suffer from their handicap. Because of their Recognizing the situation helps handicap they are less able to express feelings than other chilIt is not necessary to try to balance what you have done for dren. This could lead to your thinking that your child has no the one child with what you have done for the others. That problems accepting his handicap which in turn may make him does not solve any problems; in fact it may actually make it feel he has to cope alone with his disappointment and sorrow.
even harder for the healthy siblings to express their feelings, It is of the utmost importance that your child expresses his when they notice how much you are trying not to favor anyfeelings and realizes that he need not cope by himself.
body. The siblings do need to feel that you, as parent, are aware of how difficult it is for them to be brothers or sisters of a child who has suffered from cancer. That is why it is best that you Adjust your support to the needs of your child start talking to them about their experiences.
The difficulty is, however, that the sibling is not facing anyYour feelings will determine, to a large extent, how you get thing tangible such as hospitalization or nasty injections but on with your child. If you can adjust your feelings to his needs, has a vague feeling of having been left out; disappointment he will cope better. Try not to burden your child with your and resentment may be part of those feelings. Talking about own cares and feelings; he needs to show you what is going such matters is especially hard for children. on in his mind. Keep on asking yourself whether your attitude For the siblings, it is extra difficult to express such feelings towards the child is prompted by your own feelings or by the because they understand that you have enough worries as it needs of the child.
is and that you are really doing your best to keep them It is often said that talking with your child is important.
involved. A further obstacle may be that they know very well While that is true, it does not mean, however, that you must that the patient has had a more difficult time than they have do so all the time. The quality of the conversation is more had. In fact they cannot really find a good reason to complain. important than its frequency. Only talk with your child if you That is why you, as parent, will have to take the initiative. feel he needs it and if you think that it can help him. Do not You can acknowledge that the patient's treatment was not talk just because it is 'the done thing'.
an easy time, that you would have loved things to have been different. Do not wave away the sibling's feelings about the illness as being less important. Show that such feelings are perfectly understandable. Maybe the healthy child is still bothered by the fact that the cured patient remains a 'special' Belated effects on brothers and sisters child.
What is going on in your other children's minds? Show the sibling that he is important as well
For the siblings, the time of their brother's or sister's illness For your child it is important to feel that he also is special and and treatment was hard. Obviously your attention and that of tell him why. Tell him how he contributes to the family. Show your family and friends was focused on the sick child who, how glad you are that he is around. You could cuddle him, after all, needed it most. That means that you were probably exchange a knowing look or arrange to do something with not always available for your other children or you did not him. always have enough time for them.
Brothers and sisters notice that the illness causes changes in the family. They feel that they hold a less important Consequences for parents position. The older the siblings were during the illness and treatment, the more vividly they will have experienced the At last! The doctor says that your child may stop the treatment shift of attention. However hard you tried to involve them, or that he is 'cured'. This is the moment for which you have they may still have felt left out.
been yearning for a long time, maybe even for years. Maybe Because the healthy children have felt that they had less you will celebrate the happy news. Yet, this event may not attention than the sick child, they may, even after the treatbring you the happiness and relief you had expected. And ment has stopped, be watching carefully for who is getting the considering what you have experienced, this is not so strange. most attention. To make matters worse, the formerly ill child may really need yet more attention.
Reaction
Siblings may well understand the situation but that does not mean that they are not having a hard time with it.
The treatment for cancer is long and intensive. The continual tension and fear about the course of the illness and your efforts to keep the family going have taken their toll. Your energy has been spent and you may find it difficult to pick up the daily routine again. It is only after the treatment or cure that you may start realizing what you have been through. Now that the full extent of your experiences becomes clear, you may be more fearful and worry even more than during the illness itself. Don't think you can simply pick up where you left off and go on as if nothing has happened. Allow yourself enough time to catch your breath.
Permanent changes your partner is coping with the illness in another way and in another pace than yourself. Also the mere fact that you are the father or the mother of the child plays an important part A child's illness changes many parent's lives. It can cause the loss of important values and may have altered your outlook in coming to terms with it. After completion of treatment, mothers tend to be more anxious than fathers. on life. You may never be carefree again or you may never take for granted 'that all is well'; maybe you have partly lost Even though you have different ways of coping, you and your partner should share your feelings. It can help your partyour zest for life or you may feel that you have been cheated out of a part of your life. You could also suddenly realize that ner if you try to understand how he or she is coping. Talk things over! your other children have grown up and that you have not consciously noticed their development. Especially when your child suffers permanent damage, you may have the feeling that the child you knew has been replaced by a different one; in fact you may feel that you have lost your 'old' one.
These experiences may give you the feeling that you have suffered a loss, which seems contradictory since your child is still alive. You may not recognize these feelings as such. Coping with this loss will make you go through a 'time of mourning' and that prevents you from feeling happy even though your child is cured.
Apart from feelings of loss, you may find that certain things have changed for the better. You may quite possibly have discovered that you are stronger than you thought. You may never have thought that you could cope with so much. You may also enjoy the small things in life and take every day as it comes.
Permanent worries and uncertainties
Even though your child has been cured, parents may be left with many concerns and questions: you may wonder whether the illness will ever return, you may worry about the development and future of your child. Will these be different because Take your time your child has had cancer? Will your child suffer permanent damage?
If your child has suffered permanent damage, this will of Although you may wish otherwise, neither you nor your famcourse cause extra worries. In addition to the daily care there ily will ever be able to banish the disease from your lives. will be uncertainties about his future in society: Will your Quite often the experiences will have been so radical that child be able to continue school? Will he be able to find a things can never be the same again. You will have to start job? Will he be able to live on his own? And what are his accepting that some things in the life of your child and your chances of finding a partner?
family have changed for good. In the case of serious physical damage such as mental Acceptance does not come by itself. You must work at it, impairment, you may feel that you are being forced to skip a possibly struggle to absorb and integrate the disease in your part of your life because all your cares and worries are related life. It may be a long and difficult struggle, which will demand to a much later phase in life. You may, for example, be thinkmore effort one day and less the next. ing about who will look after your child when you are no Talking about your experiences could help to organize your longer able to do so. thoughts. Expressing experiences, which you may have hidThere may be moments when you wonder whether your den from yourself can lessen tensions. Even when you do not decision to have your child treated was the right one. Natexpect a talk to be helpful, you may find that it takes away a urally, you may ask yourself that question, but remember that weight that you have not been aware of. at that moment you had no alternative. Looking back, it may Even when you feel that you have managed to accept the seem as though you could have made a different choice, yet disease, your emotions may unexpectedly get the better of at the time nobody was able to predict what the specific you. This is not uncommon; do not forget that the illness will consequences for your child would be later. You were, thereleave its mark. fore, unable to take into account your child's present condition in the decision you took then.
To conclude
You and your partner have a different way of coping with the disease Childhood cancer may have long-lasting consequences, not only after your child stops treatment but also after the child is said to be 'cured'. The child who has had cancer, his Each parent will approach and cope with the disease individually and handle it in his or her own way. One parent may still brothers and sisters and you yourself may experience such after effects. Both parents and children can be left with be very much preoccupied with it while the other may feel that it is all over and done with. Take into consideration that unanswered questions.
Those around you may not always understand your prob-• Show your child that it is quite natural to feel worried at times or to be sad. lems. Precisely because the child is now 'better', everybody tends to think that everything is over and done with. Those around you may even indicate that you are making a fuss for nothing; in fact you are almost not allowed to be anything but
• Think along with your child and stimulate him to find solutions for everyday problems such as getting on with happy because your child is still alive. You may feel that you are left to cope with your problems on your own. On the other other children. hand, you may hesitate to talk about your problems to others because you do not want your child to carry a stigma of 'can-
• Your child may find it difficult to accept side-effects of the cer child' for ever.
It can help to discuss your worries with professionals who illness or treatment. He should feel that he can turn to you with his problems and disappointments. This is especially have experience in the treatment and aftercare of childhood cancer. You might consider turning to the hospital where your important if your child is suffering from mental damage. child was treated and of course do not hesitate to talk things over with the doctor on the occasion of a check-up. If there
• Give your child confidence in his capabilities. Stress those are problems or circumstances with your child or in your family which need extra help, you can ask for professional help he does have and give your child an outlook on the future. in consultation with the hospital. You may find relief with the help of an expert, eg a psychologist. Even if there are no
• Tune your support and attitude to the needs of your child. pressing problems it can be important to express your feelings. Dormant problems also need attention.
You may also find comfort in talking to people who have gone through similar experiences. In many countries a parent
• Adjust any information you give about the disease to the age and development of your child. In other words, keep association specialized in childhood cancer or a parent support group is available to you for information and answers to the child informed about illness and treatment as he grows older; the same applies to his brothers and sisters. your questions. The International Confederation of Childhood Cancer Parent Organizations (ICCCPO) will be able to tell you whether there is such an association in your country and where to find it. The address of the ICCCPO is: Grevgatan 39,
• Your other children will have had a hard time although they were not ill themselves. Remind yourself that they may still S-11453 Stockholm, Sweden.
be having problems.
Aftercare
• Show your other children that you understand their problems with the disease. Make it clear that you take their probCare is needed both during and after treatment. It goes without lems seriously and show your children that they are saying that care to the child and family should not stop when important to you. the child has finished treatment. A combination of medical and psychosocial care is required to ensure the best possible aftercare. Such combined aftercare should become an essen-
• Even when the cancer is cured, concerns and worries are tial part of childhood cancer treatment. not over. Do not expect to become your former self immediately. Don't be too hard on yourself; take your time.
In brief
• If your child suffers from permanent mental damage you may experience more problems and therefore you may have • Take the initiative to talk to your child about his feelings.
Let him know that he is not being left to his own devices. more difficulties in coping with the disease and its aftermath.
• Stimulate your child to express his feelings and worries. Do not belittle his worries but at the same time stress that a lot • The treatment team remains at your and your child's disposal after treatment or 'cure'. They can answer your and of things are also going well. your child's questions and help you on your way where necessary.
Epilogue have been formulated. 3,15 The here-described booklet provides a tool to address the psychosocial aftermath of disease and treatment. It acknowledges that there can be lingering The increasing understanding of late consequences of childhood cancer for the child and family underscores the need concerns and worries after treatment is completed. Our experience indicates that parents may not talk easily about for medical and psychosocial aftercare. The need for medical follow-up programs is widely recognized and in an increasing these issues. The booklet gives an opening to discuss them with the health care team. In this way the booklet supports number of clinics these programs are installed. 3, 14, 15 In contrast, psychosocial aftercare is in its infancy. Recently, the further integration of medical and psychosocial aftercare. 
